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Abstract
Study design Descriptive phenomenological approach.
Objectives This study explored the lived experience of sexuality for men after spinal cord injury (SCI) and described the
current state of tools and resources available to assist with sexual adjustment from the perspective of men living with SCI.
Setting Men living in the community in Ontario, Canada.
Methods Six men (age 24–49 years) with complete or incomplete SCI (C4-T12; <1–29 years post injury) participated in one
individual, in-depth, standardized, open-ended interview (68–101 min). Analysis was conducted using Giorgi’s method, and
involved within case analysis followed by cross-case analysis.
Results All participants reported that resources available to support sexual adjustment after SCI were inadequate, and the
majority of men felt their healthcare providers lacked knowledge regarding, and comfort discussing sexuality after SCI. Men
reported sexuality was not a priority of the rehabilitation centers and felt that healthcare providers did not understand the
importance of addressing sexuality. Existing resources were described as too clinical and not necessarily relevant given
changes in sensation and mobility post injury. Participants provided recommendations for the effective delivery of relevant
sexual education information.
Conclusions To improve quality of life for men after SCI, suitable resources must be available to support sexual rehabi-
litation post injury. Future research should focus on developing strategies to facilitate discussions about sexuality between
individuals with SCI and healthcare providers, and on developing resources that are effective and relevant for these men.

Introduction

More than 86,000 people in Canada live with a spinal cord
injury (SCI), half of which reside in the province of Ontario
[1, 2]. While SCI will affect many body functions and
sensations, an SCI does not eliminate sexual feelings or the
need for physical and emotional sexual intimacy [3].

Sexuality and quality of life (QOL) are interwoven and
reinforce one another, and an active and satisfying sexual
life after SCI is associated with improvements in overall
adjustment and QOL [4, 5]. A study by Anderson et al. [6]
found that 83.2% of participants felt their SCI had altered
their sexual sense of self, and 82.9% felt that improving
sexual function was important for improving QOL. Despite
the importance of sexual health and sexual education for
individuals after SCI, there is an unmet need for sexual
rehabilitation information, as well as numerous challenges
for patient-provider discussions regarding sexuality [7, 8].
All of the participants in a study by Basson et al. [9] felt that
they had received inadequate guidance regarding sexuality
from their healthcare providers. Patients and healthcare
providers alike have reported difficulties regarding sexual
education for individuals with disabilities. Patients reported
that healthcare providers lacked knowledge when it came to
sexuality for people with disabilities and felt their healthcare
providers were too shy to have the discussion with them [7].
From the healthcare provider perspective, barriers included

* Jacqueline D. Kathnelson
crampj@yorku.ca

1 Department of Kinesiology and Health Science, York University,
Toronto, ON, Canada

2 School of Nursing, York University, Toronto, ON, Canada
3 Department of Kinesiology, Brock University, St. Catharines, ON,

Canada

Supplementary information The online version of this article (https://
doi.org/10.1038/s41393-020-0479-6) contains supplementary
material, which is available to authorized users.

12
34

56
78

90
()
;,:

12
34
56
78
90
();
,:

http://crossmark.crossref.org/dialog/?doi=10.1038/s41393-020-0479-6&domain=pdf
http://crossmark.crossref.org/dialog/?doi=10.1038/s41393-020-0479-6&domain=pdf
http://crossmark.crossref.org/dialog/?doi=10.1038/s41393-020-0479-6&domain=pdf
mailto:crampj@yorku.ca
https://doi.org/10.1038/s41393-020-0479-6
https://doi.org/10.1038/s41393-020-0479-6


a lack of time, lack of knowledge, lack of clarity regarding
whose job it was to discuss topics of sexuality, their own
attitudes about sexuality, and the patient’s lack of readiness
to discuss sexuality [10, 11].

Furthermore, existing resources have predominantly
focused on the physical aspects of sexuality including
erectile dysfunction and ejaculatory dysfunction [6].
However, recent work suggests that due to changes in the
body resulting from SCI, men may adopt a new perspective
on sexuality placing less emphasis on those physical factors
and more importance on psychological and emotional
components of sexuality including connection and intimacy
with a partner and exploration of novel ways to experience
sexuality beyond the traditional view of sex as a purely
penetrative experience [12]. This study explored the lived
experience of sexuality for men after SCI and described the
current state of tools and resources available to assist with
sexual adjustment from the perspective of men living with
SCI (Tables 1 and 2).

Methods

Data for this manuscript were collected as part of a larger
study examining the lived sexual experiences for men after
SCI. A paper has recently been published from that data which
discussed the evolving meaning of sexuality for men after SCI
[12]. The present paper will report the health services infor-
mation that was uncovered during that investigation.

Using Giorgi’s descriptive, phenomenological approach
[13], the lived experience of sexuality for men with SCI
was explored. Phenomenological studies typically employ
a small number of participants that allow for a deep and
detailed exploration of the topic under investigation [14].
A minimum of three participants and a maximum of ten
have been recommended for this type of inquiry [15, 16].
Individuals were eligible to participate if they were male,
between the ages of 18 and 50, living in Canada with an
SCI of any level or classification and were able to com-
municate in English. Due to the novel, and therefore
exploratory nature of this research, maximum variation
was applied when establishing the inclusion criteria.
Despite utilizing a convenience sampling approach, the
purposefully broad inclusion criteria enabled a sample of
participants that varied in terms of injury and demographic
characteristics. This provided a broad view of the issues
that exist regarding sexuality in this population. Patterns
emerging from varied conditions are valuable in that they
capture the core experiences of a phenomenon across
contexts and identify factors of particular interest [14].
Recruitment information was posted in relevant SCI
groups on social media platforms, and any man who saw
the post and was interested in the study was instructed to
contact the researcher for more information. The first six
men to respond were screened for eligibility, and upon
determination that they met inclusion criteria, they were
invited to participate. All of the men who inquired about
the study and who were eligible to participate agreed to be
interviewed.

Rich and detailed descriptions were obtained by means
of one-to-one interviews conducted with individuals who
had first-hand lived experience with the phenomenon [17].
Participants selected a pseudonym by which they would
be referred to throughout the investigation, and each
participant completed one in-depth confidential telephone
interview (68–101 min; mean time 81 min). Interviews
followed a standardized, open-ended approach combined
with interview guide approach (see Supplementary
Appendix A for interview guide). The same key questions
were asked in each interview ensuring conformity in the

Table 1 Demographic and injury characteristics.

Participant Age group Injury level/
classification

Time post injury

“Joe” 21–25 years C7 incomplete 6–10 years

“Elliott” 31–35 years C4 incomplete 11–15 years

“Will” 46–50 years T9 complete 26–30 years

“Steve” 46–50 years C4/C5 incomplete 26–30 years

“Paul” 46–50 years T12 incomplete 6–10 years

“Peter” 46–50 years T6 complete <1 year

Table 2 Sexuality and relationship characteristics.

Participant Sexual orientation Relationship Sexual activity

Pre injury Post injury Pre injury Post injury

“Joe” Heterosexual In a relationship In a relationship (different partner than at injury) No Yes

“Elliott” Heterosexual In a relationship Married (different partner than at injury) Yes Yes

“Will” Heterosexual Engaged Married (same partner as at injury) Yes Yes

“Steve” Heterosexual In a relationship Married (different partner than at injury) Yes Yes

“Paul” Heterosexual Married Divorced Yes Yes

“Peter” Heterosexual Married Married (same partner as at injury) Yes No
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issues that were discussed with each participant while also
allowing for exploration into new and relevant topics that
were not anticipated, but which surfaced through discus-
sion [14]. Interview questions were developed based on
the previous literature and covered the six question types
that have been suggested by Patton [13]: demographic,
experience/behavior, knowledge, sensory, feeling/emo-
tion, and opinion/value [14]. Probing questions were used
to further investigate certain topic areas. Interviews were
audio recorded using a Sony ICD-PX370 digital voice
recorder and were transcribed verbatim. Field notes were
documented during each interview. Data were analyzed
throughout data collection using Giorgi’s method [13]
and informed subsequent interviews [18]. After all inter-
view transcripts were analyzed individually, a cross-case
analysis was performed and interviews were analyzed
together to shed light on the phenomenon across various
contexts and relationships. Themes between transcripts
were identified using Giorgi’s method [13] and were
supported by direct quotations from participants' tran-
scripts. Data were analyzed independently by two
researchers and discussed until consensus regarding pro-
minent themes was reached. A reflective journal was kept
throughout the research process to make note of personal
thoughts and opinions, to enhance transparency and
maintain a record of research decisions generating an
audit trail [19, 20].

A researcher’s experience, beliefs, and worldviews will
ultimately influence the way a study is conducted and pre-
sented [17]. The primary researcher who conducted the
interviews, performed data analysis, and structured this
manuscript is an able-bodied female with more than 10
years of SCI research experience. She has performed
numerous qualitative studies, but operates from a post-
positivist perspective and applies a quantitative lens to
qualitative work [17]. A descriptive phenomenological
approach was employed to describe the experience of others
with lived experience regarding the phenomenon, and per-
sonal interpretation by the researcher was avoided [21]. To
ensure the results presented stayed close to the data, direct
quotations from participant transcripts were used to support
statements made by the author.

Results

Participants

Six men between the ages of 24 and 49 who were living in
Canada with complete or incomplete SCI (C4-T12) parti-
cipated in this study. Participants’ time since injury ranged
from 7 months to 29 years (mean ~14 years). All of the men
identified as being heterosexual.

Unmet need for sexual health information

All of the participants in this study said that the number of
resources available and/or provided to them during rehabi-
litation was inadequate, and that the content of available
resources was also inadequate. Generally, the participants
explained that sexuality was briefly touched on in rehabi-
litation, but that it was not a priority, stating there was no
real emphasis on the topic and that discussions about sex
were “in passing” (Joe). They described a lack of time to
discuss sexuality with their healthcare providers, as well as
a greater focus on other areas of healthcare in rehabilitation
programs. “I think when you’re in a rehabilitation setting,
they tend to have a lot of focus on like the importance of
physiotherapy, the importance of occupational therapy and
why you do that. They try to enlighten you on your bladder
issues after your spinal cord injury, your bowel issues, the
importance of your skin integrity, pressure sores, and they
cover a lot of other really important things. But for some
reason a lot of them have these really long check lists, but
they always leave off the sexual health aspect after spinal
cord injury” (Elliott).

Participants explained that because everyone experiences
sexuality differently, it could be difficult to provide relevant
information which may contribute to the lack of attention
to sexuality in rehabilitation programs. In addition, partici-
pants recognized the sensitive nature of the topic and stated
sex was not something people wanted to talk about. As a
result, it was a difficult conversation for the men to start and
they tended to rely on their healthcare providers to initiate
the discussion. Unfortunately, this conversation did not
always transpire. Joe said: “[in rehabilitation] sex is just
briefly mentioned. Like they ask if you have any questions
and then it’s done, you never talk about it anymore. There’s
no actual emphasis on sex and sexual function. It was very
much in passing. You could kind of tell they didn’t really
want to talk about it or that they were just checking it off a
list. Just like, ‘okay I mentioned sexuality, let’s move on to
the next thing.’ It was very brief. I think because their focus
is more on the physical rehabilitation and they are trying to
get people moved through there.”

In some situations where information was provided, the
participants said that resources did more harm than good by
making sex after SCI seem unappealing. One example of
this was a VHS tape that portrayed a couple pausing mid-
sexual act to allow the man with SCI to empty his bladder
with the help of his partner before continuing. Elliott
relayed his experience: “They gave me a really strange VHS
tape and it was bizarre (laughs) and probably did more
harm than good. It was a tape, specifically about sex after
spinal cord injury. And it was from the 80 s. And it was
ridiculous. Like it had a bunch of different couples enga-
ging in a variety of different sexual acts.
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Obviously, it exposed me to the reality of it, but at the
same time I was like, ‘I don’t like this and I don’t like [it] if
that’s what the rest of my life is going to look like with
spinal cord injury and sexuality.” Information provided in
rehabilitation and resources accessed on their own from the
internet were occasionally unreliable and inaccurate com-
pared to what they actually experienced.

Joe shared: “Google provided me with some information,
but not all that information is correct.” The reported
absence of resources was not a result of the men’s disin-
terest in sexuality or sexual education post injury. “It was a
conversation I was thinking about and the conversation that
I wanted to have, but they didn’t really answer a lot of the
questions that I was looking for. So okay, yes you can have
sex, but that’s where it ended” (Elliott).

Healthcare provider’s knowledge and comfort
discussing sexuality

Participants revealed that their healthcare providers were
knowledgeable about medications that could assist with
sexual activities post injury, including possible complications
and interactions, and said that their healthcare providers were
somewhat knowledgeable on the physiology and lacked a
crucial component for understanding the topic as they did not
have any personal knowledge of what it means to experience
sexuality after SCI. “It’s hard to say if doctors are knowl-
edgeable about sex after spinal cord injury because not a ton
of those conversations have ever taken place. Umm, yes, I
mean they’re knowledgeable about sexuality in general, but
in how it’s going to work as a function of life after the injury,
meh” said Paul. As a result, several participants felt they
knew more about the topic than their healthcare providers: “I
know from a personal perspective, I probably know more
about this [sex after SCI] through all the research that I’ve
done than my spinal cord injury doctor does. So, like he
knows a certain amount of things, but I don’t think he knows
more than I do” Elliott explained.

Participants said that the information they received from
healthcare providers about sexuality was too clinical and too
technical. According to the men, healthcare providers failed
to address aspects of sexuality beyond the traditional
assumption of sex as a physical penetrative act, and focused
solely on physical components of sexuality that may be
more relevant to individuals who are able-bodied. Partici-
pants wished to be educated on new ways to approach
sexuality that were “outside the box” and that may be better
suited to those with SCI. Elliott said: “It’s just like, ‘we’re
not going to help you think outside the box and realize you
can use other devices, or you don’t just have to get to
penetration.’”

In addition, participants explained that healthcare providers
were often uncomfortable discussing sexuality, though this

was an assumption for some based on the premise that no
conversations about sex had ever taken place. Lastly, parti-
cipants said that their healthcare providers did not understand
the importance of talking about, and learning about, sexuality
after SCI. “…I think a lot of them [healthcare providers]
don’t really understand the importance of it [sex], and maybe
they’re not comfortable bringing it up” explained Elliott.

Importance of receiving sexual health information

Participants clarified that it was important to include the
topic of sexual health in rehabilitation programs and to
achieve satisfaction in their sexual lives as sexuality was
linked to their physical health, mental health, and to their
overall well-being. They said that by improving their sexual
experiences and sexual satisfaction post injury, other health
issues, both mental and physical, would also improve which
would lead to improvements in their overall QOL. “It’s
[sex] not only linked to your physical health. Like this can
have a direct impact on your psychological health and your
mental health and it could be triggering a lot of other things
[physical and mental health issues]. My thoughts about
myself, and just life in general is not always the greatest,
but they probably would be if my sexuality was a little bit
more positive” (Elliott).

Participants revealed that sexuality was not prioritized in
rehabilitation; however, receiving information about sexu-
ality and having a fulfilling sexual life post injury were
identified as being important. For some, being adequately
informed about sexuality-related topics could have resulted
in different outcomes for their lives. One participant dis-
closed that he “wasted” time during what should have been
his peak sexual activity years due to a lack of sexual edu-
cation and believing that he could not have sex as a result of
his SCI. This participant believed his life may have been
different, and that he could be in a different place than he is
now if someone had told him that participating in sexual
activities and experiencing a satisfying sexual life were still
possible post injury. “I wasted 6–7 years of perfect uni-
versity time and like experimenting which is what a lot of
people do in university. But I skipped over 4 years of my
undergrad thinking that a lot of that stuff was not possible.
So, I think if somebody told me earlier on that I could still
have sex and brought all of this to my attention, I would
probably be in a very different position today than I am”
(Elliott).

Recommendations for sexual health information

Participants made recommendations for the most appro-
priate and effective delivery of sexual health education
information post injury. Participants said it could be over-
whelming to search for this information on their own and
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suggested that it would be most helpful if there was one
designated place they could go to find all relevant infor-
mation, whether that be a designated sex therapist or a
“sexpert,” an online email address they could send their
questions to and receive accurate responses, or an infor-
mation hub containing links to all of the existing sexual
health resources. “It’d be cool to see them have someone
there that’s actually trained in sexuality.

Someone with actual resources. We need a hub of
information” said Joe.

Participants were somewhat open to receiving informa-
tion from a variety of healthcare providers; however, some
did convey that while their doctors may be helpful for
explaining the physical aspects of sexuality, they would not
be the best person to have this conversation with.

Participants said it was difficult to discuss sexuality with
their doctors with whom they had existing relationships for
fear of being judged. They said that their doctors held a
position of power which made it challenging to be vulner-
able with this very personal issue, and said that this
exchange seemed too formal. Generally, participants pre-
ferred to receive this information from a peer, someone of a
similar age and injury who could relate to their lived per-
sonal feelings and experiences. “The biggest thing is for the
person who’s giving you information to say ‘oh yeah, the
first year of my injury I had these feelings, and often people
feel this,’ rather than saying, you know, ‘there is this
medication and this medication’ with like a much more kind
of textbook-type description. Like more of a personal kind
of experience is better” Joe shared.

Participants identified open communication in a no judg-
ment zone as being important when discussing sex, and said
that sex should be incorporated into rehabilitation programs
by covering the topic the same way they cover other health
issues such as bladder management or skin integrity. Elliott
said: “I think a really easy way to integrate it is to have it as
an option. And then okay, you cover bladder one week or
bring that up one week, the next week you cover sexuality.

Because it is really not that different when you think
about it, since it’s all part of your health care.” Having
someone reach out early on after injury and open the door
for conversations about sex was identified as being impor-
tant, and a small gesture that could make a big difference
would be to just ‘bring it up’ and get the conversation about
sex going. Joe suggested: “I think there should be a person
that would reach out early on, like a sex specialist.”

Participants also discussed the optimal timing to receive
this information. Majority wished to receive information
about sexuality immediately after injury, and then continue
to receive it when they are back in the community and ready
to use it. Peter shared the following: “I would probably
want to know about it as soon as possible. I would like
awareness of information.

Whether you actually execute it or not is different, but I
would like to know the facts, all that, ahead of time. And
then I can learn from it and be better educated when that
time comes.” Will had a similar perspective: “Do it sooner
rather than later because that’s a problem that we had.

There were no resources that we were given on how to
handle this stuff [sexuality]. If I could make one change in
how that’s all done, is make sure that that is a topic that’s
covered as early as possible.” Conversely, some men
wanted to wait at least a year before receiving this infor-
mation, explaining that for the first year they had other
priorities and/or did not feel like a sexual person. Steve said:
“Oh I would at least give it a year because you’re so busy
trying to You’re trying to do rehab, that sort of stuff.”
Considering these two perspectives, information should be
made available and offered to men soon after injury which
may provide answers to the questions they have early on
about sexuality and also inform them that sex is still an
option.

Knowing this information is available, the men can
choose to access it when they are ready to do so.

Discussion

This study contributed to further understanding the experi-
ence of sexuality for men after SCI and revealed that
healthcare providers, rehabilitation programs, and available
resources are, in general, not meeting the needs of men with
SCI. The current literature has reported difficulties inte-
grating the topic of sexual health into rehabilitation pro-
grams for those with disabilities [5]. While many healthcare
providers do consider sexuality an important issue to
approach during rehabilitation, a study of 244 healthcare
providers found that only 12% felt sufficiently trained to
address the topic [22]. Healthcare providers revealed that
sexual health was rarely incorporated in their training cur-
riculum and felt that it was not their professional respon-
sibility to handle [22]. This may account for comments
made by the men in the current investigation regarding the
availability of sexual health resources and the knowledge
and comfort level of their healthcare providers to cover
the topic.

Men continue to have concerns about sexuality years
after their SCI [23] and agree that continued access to
sexual supports after leaving rehabilitation is important, yet
there is little consensus regarding the delivery of this
information [24]. Healthcare providers working in sexual
rehabilitation have identified the need for a standardized and
multidisciplinary approach which incorporates expertise
from various disciplines to effectively address the com-
plexity of sexual health [5, 25]. Researchers have launched
a project to improve standards of SCI rehabilitation in
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Canada by 2020, including sexual health. The project aims
to encourage a liberal environment regarding sexuality after
SCI and to pinpoint sexual health needs through identifi-
cation, development, and implementation of key indicators
related to sexual health after SCI [11]. Initiatives such as
these are vital for better meeting the needs of this population
regarding their sexual health.

The top preference of the participants in this study for
receiving information about sexual health was an informal,
nontechnical, nonclinical approach from one designated
“sexpert.” That being said, open communication in an
uncritical environment with someone who is approachable
and receptive was important for improving the quality of the
interaction between the patient and the healthcare provider.
In a study which looked at improving sexual rehabilitation
services from the perspective of the patient, McAlonan
found that interpersonal skills and character traits of the
healthcare provider including an open and friendly per-
sonality, and comfort and confidence to both talk and listen
during discussions about sexuality were more important
than who provided the information and what their role as a
healthcare provider was [26].

Participants conveyed that sexual health information would
be most beneficial if it took into account the changed body
after SCI. They suggested that resources should help them
“think outside the box” and suggest new ways to explore and
experience sexuality. Resources should consider ways of
experiencing intimate connection beyond the traditional view
of sexuality which has been focused on erection, penetration
and ejaculation [8]. Conventional sexual health information
should be provided, but it is important that researchers, clin-
icians, and healthcare providers are open to expanding their
views of sex and sexuality when working with this population
by considering and discussing alternate ways in which indi-
viduals living with SCI may be able to explore and experience
sexuality. Finding a balance between open conversation and
respecting the comfort level of both the patient and healthcare
provider should be explored. Healthcare providers discussing
sexual activities post injury should be aware of their own
biases and should be prepared to suspend any judgments to
facilitate safe and productive discussions about sex [15].

It is important that researchers and clinicians consider the
needs of the individuals they aim to assist by involving them
in the development and evaluation of programs and treat-
ments, maximizing the potential for benefits to be experi-
enced. Future work should ensure that from the perspective of
the patient, sexual health programs are being developed and
delivered in an effective and suitable manner.

Strengths and limitations

This qualitative approach allowed the men’s voices regarding
their own sexuality to emerge. The sample reflected a

spectrum of heterosexual men’s experiences regarding their
sexuality across various ages, time points since injury, injury
levels, and injury classifications.

The average time since injury for these participants was
~14 years. It is possible that rehabilitation practices have
been updated or improved since some of these men were in
rehabilitation programs, though information provided by the
most recently injured participant (7 months post injury) was
consistent with the others. All of the participants in this
study were male and identified as heterosexual. The results
from this study may not elucidate the opinions of indivi-
duals outside these parameters. The goal of phenomen-
ological work is to uncover the personal lived experiences
of individuals who have first-hand knowledge of the topic
under investigation and is not meant to be representative of
a population [14]. While the small sample size was appro-
priate for this type of deep and exploratory study, additional
research using a larger number of participants may be
beneficial for application to a wider population. Data
reported here are a subset of information obtained from the
interview guide that are relevant to sexual education and
sexual rehabilitation post injury. Themes identified from the
transcripts in their entirety are intertwined, and the evolving
meaning of social constructs related to sexuality for men
after SCI should be considered when developing sexual
rehabilitation frameworks. Data derived from other sections
of the interview guide can be found in [12] and may be
reviewed to obtain a deeper understanding of the basis for
recommendations made in this paper.

Conclusions

Normalization of the topic of sexuality after SCI is impor-
tant in facilitating conversations about sex for both patients
and healthcare providers [27], and sexual health should be a
standard component of rehabilitation that is offered to all
patients, not just those who are assertive enough to ask for it
[5]. Healthcare providers should be aware of the resources
available in their communities [23], and sexual health
should be fully integrated into rehabilitation programs and
primary care facilities for individuals living with SCI [24].
Participants felt they should have access to a healthcare
provider trained in sexuality who would have the skills and
resources to address their concerns. Participants also noted
that a good first step for moving forward with sexual edu-
cation post injury would be for healthcare providers to “just
bring up” the topic and initiate a conversation about sex.

Information from this study may help to inform the
development and delivery of effective sexual education
for men after SCI and guide future rehabilitation initiatives
to improve QOL and overall life satisfaction for these
individuals.
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